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A B S T R A C T
Objective: To describe patients’ experiences when diagnosed with psychogenic non-epileptic seizures
(PNES).
Methods: The study was based on in-depth interviews with ten patients, previously diagnosed with
epilepsy and treatedwith antiepileptic drugs (AEDs) whose seizures were subsequently deﬁned as PNES.
The empirical material was analyzed by systematic text condensing strategies within the interpretative
tradition.
Results: Switch in diagnosis was demanding, both cognitively and emotionally. The patients had
difﬁculty understanding the diagnosis. When the cause of the seizures was unclear, this resulted in
feelings of hopelessness and helplessness, a need for re-evaluation of self-understanding, and increased
levels of patient stress. The patients felt that with the change in diagnosis, responsibility was transferred
from the health authorities to themselves.
Conclusions: Themode of communicating the PNES diagnosismay be decisive for the patients’ treatment
motivation and ability to cope with the disorder. In order to avoid the patients feeling that they have
been abandoned with a difﬁcult diagnosis, close cooperation between neurologists and psychiatrists is
essential.
 2009 British Epilepsy Association. Published by Elsevier Ltd. All rights reserved.
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The term psychogenic non-epileptic seizure (PNES) is used to
describe epilepsy-like seizures, of which the underlying cause is
psychological rather than neurological.1 Between 20 and 30% of
patients referred to epilepsy centres for refractory epilepsy
eventually receive a diagnosis of PNES.2 These patients, most
often females, are considerable consumers of health services, but,
nevertheless, do not receive adequate treatment, and many drop
out of school or work.3–6 Their health-related quality of life is
poorer than for patients with epilepsy.7 The outcome in PNES is
poor, but variable,8 and thismight be partially due to a relative lack
of knowledge in this ﬁeld, which should be addressed by targeted
research.9–12
For many patients, the PNES diagnosis can be difﬁcult to accept.
Confusion, anger, denial, and suicidal thoughts are reported
reactions following this diagnosis.6,10,13–15 Whilst the diagnosis* Corresponding author at: National Centre for Epilepsy, P.O. Box 53, 1306
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doi:10.1016/j.seizure.2009.11.001most often is made by neurologists, the therapy is usually a
psychiatric concern.15,16 The patients may thus end up feeling like
shuttlecocks being batted between the two disciplines, and
reaching a common understanding of the diagnosis might be
challenging.1,17–19 It is widely accepted that patients with PNES
may be hard to treat, and that they are best managed by
professionals with knowledge and experience of both epilepsy
and psychiatry.16,20–24 However, many patients apparently lose
contact with their neurologist as soon as the diagnosis is made.16
Distinguishing between epilepsy and PNES can be a difﬁcult
task.25 Patients with PNES may be diagnosed with epilepsy and
treated with antiepileptic drugs (AEDs) for many years.25–27 If an
epilepsy diagnosis is replaced by a PNES diagnosis, the patient
must reconsider the underlying cause for their seizures. Theway in
which the PNES diagnosis is communicated to the patient may be
of importance for the outcome.13,16,28–31
Few studies have focused on the perspectives or experiences of
the patients receiving a PNES diagnosis.6,10 A qualitative study of
patients’ experiences of receiving a diagnosis of non-epileptic
seizures concluded that these patients needed considerable time
and support after they had received the diagnosis;more qualitative
studies are warranted in this very heterogeneous group of
patients.10vier Ltd. All rights reserved.
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whose diagnosis had been switched from epilepsy to PNES, and to
explore their perspectives and experiences following such a
change in diagnosis.
2. Methods
2.1. Research questions
This study intended to address three speciﬁc research ques-
tions:(1) Which aspects of being diagnosed with PNES were particularly
difﬁcult for the patients?(2) To what extent did the patients feel that their needs were met
by the Norwegian National Health Service?(3) Which factors were associated with a successful outcome
following PNES diagnosis?
The ﬁrst and third questions were in place from the start of the
study, whilst the second question was included during the process
of data collection.
2.2. Procedure
A qualitative approach with an analysis style inspired by
Giorgi’s phenomenological approach was used.32 In-depth inter-
views were employed using a semi-structured interview (see
Appendix 1). The questions posed were open-ended. The inter-
views lasted, on average, 50 min and were audiotaped and
transcribed verbatim by the researcher. Although the basis of
the interviews was structured, the participants had the opportu-
nity to speak freely if this was important for them.
2.3. Data analysis
In the ﬁrst analytical phase, systematic condensation of the text
was used. Each interview was summarized to capture the main
themes on the basis of the patient’s own perceptions. Subse-
quently, a transverse was used, in the sense that all the interviews
were analyzed in combination. First, the text was categorized
under the following 4 categories: How do patients describe their
experiences with epilepsy diagnosis? How do patients understand
the epilepsy diagnosis? Howdo patients describe their experiences
with PNES diagnosis? How do patients understand the PNES
diagnosis? The text was then categorized and systematized into
main themes and sub-themes according to the research questions.
In order to strengthen the validity of the categorization,33 these
were validated by a psychiatric nurse. The validation was
performed by the nurse and the researcher ﬁrst working
independently, identifying themes in the interview transcripts
that were of relevance to the research questions. When a theme
had been identiﬁed, it was given a name. The interview transcripts
were then examined anew, and the individual sentences categor-
ized with respect to the themes which had been identiﬁed. This
was continued until all the interview text thatwas considered to be
of relevance to the research questions had been categorized into
one of the themes. From this point onwards, the researcher and
nurse worked in conjunctionwith each other. First the themes that
had been identiﬁed by each of them were compared; none of the
themes selected were considered to contradict each other, but in
some instances the researcher and nurse had used different names
for the themes. For example, whilst the researcher had called one
theme ‘‘felt abandoned’’, the nurse had used ‘‘was left alone’’ for
the same theme. After discussion between the researcher and the
nurse, it was agreed that this themewould be best described by themore inclusive term ‘‘responsibility renouncement’’, as it referred
to the participants feeling that the health services had deserted
them once they had received the PNES diagnosis.
The sections of interview text that were placed under the
different themes by the researcher and the nurse were, on the
whole, in accordancewith each other. However, on a few occasions
one of them had included some text which the other had not. Some
of the interview text was appropriate for several different themes.
When themain themes had been decided, the researcher and nurse
continued, together, to divide the text into sub-themes.
No particular theories were selected beforehand. Various
different theories were tried, and the theory that resulted in a
broader understanding was selected after the data collection had
been completed.33 For example, the participants might talk a lot
about how they experienced the diagnostic process, and thus a
theory that describes a comprehensive view of diagnosis
constituted the main basis for the interpretation.
Between 1 and 2 years after the ﬁrst interview, the participants
were contacted for a follow-up telephone interview. The results
from the ﬁrst interviewwere used as a basis for the interview in the
follow-up study.
Both the main study and the follow-up study were approved by
the local ethics committee (according to the Declaration of
Helsinki). Written informed consent was obtained from the
patients for both studies before the interviews were conducted.
Demographic and clinical information was obtained from their
medical records.
2.4. Inclusion criteria
During a 7-month period, ten hospitalised patients diagnosed
with PNES at the National Centre for Epilepsy in Norway were
recruited to the study. The patients were recruited continuously to
the study by ward personnel, on the basis of the following
predetermined inclusion criteria: They shall be hospitalised at the Epilepsy Hospital during the
empirical phase of the study. Both males and females can be included in the study.
 They must be 16 years or older.
 They must have previously received a diagnosis of epilepsy and
used AEDs. During their period of admission to hospital they shall have
received a PNES diagnosis as the explanation for their seizures
that were previously to be considered as epileptic. Their cognitive function must be sufﬁcient that they are able to
reﬂect over their own situation.
Two patients had epileptic seizures in addition to PNES. Three
patients had family members with epilepsy.
2.5. Clinical and demographic characteristics of the patients
The clinical and demographic characteristics of the patients are
summarized in Table 1.
2.6. Communication of the diagnosis
The patients were admitted to the Epilepsy hospital for
clariﬁcation of their diagnoses. This included clinical interview,
prolonged EEG monitoring with recording of seizures for analysis
of seizure semiology and possible EEG-disturbances, and discus-
sion with a neuropsychologist and nurses. The average admission
period was 3 weeks. The patients were recruited from three
different groups, and the departmental neurologist communicated
the diagnosis. There was no standardized procedure developed on
Table 1
Clinical and demographic characteristics of the patients (n=10).
M/F 4/6
Age Mean 27.3 year (range 16–61 year).
Time elapsed from onset of
seizures until PNES diagnosis
Mean 4.5 year (range 2–13 year).
Seizure duration Few seconds to more than 1h.
Seizure characteristics All ten patients had frequent and disabling seizures with extremely varied semiology. Some seizures superﬁcially
resembled absences, myoclonic jerks, simple and complex partial and generalized tonic-clonic seizures. Nine of the patients
exhibited three or more seizure types, and nine of them had convulsive attacks, two with opistotonus.
Six patients had experienced seizure-related injuries, and two had nocturnal events in addition to day-time seizures.
Accidents prior to onset of seizures Two patients had experienced accidents prior to seizure onset, one of which involved a head trauma.
Development of seizures All the participants described a gradual development of their seizures, and initially they experienced warning symptoms
such as hyperventilation, light-headedness, or a syncope-feeling, and the patients felt they had some degree of control over
the attacks. Eventually, the seizure frequency and severity escalated, and the patients felt that they no longer had any
control over them.
EEG Video-EEG recording of seizures typical for the patients did not reveal ictal epileptiform discharges.
Psychosocial aspects Six of the patients had considerable psychosocial problems, including anxiety, depression, somatisation, isolation, and
personality deviation. Four patients had no apparent emotional or psychosocial problems.
Employment/schooling None of the patients was employed; six were in education.
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nevertheless, there were similar features among the communica-
tions to the various patients.
During the initial discussionswith the neurologist and nurses, it
was mentioned to the patients that seizures can occur that are not
epileptic, but have a psychological basis, and that these seizures
are known as PNES (psychogenetic, non-epileptic seizures). When
the telemetry results had been obtained and demonstrated typical
seizures without any correlation, and the interdisciplinary team
were in agreement that the patient’s seizures were most probably
due to PNES, the patient was then called in to a new meeting with
the neurologist. At this point, the patient was informed that the
seizures were not epileptic in origin, and that there could be a
psychiatric basis for the seizures. The patient was informed that
the AED treatment would be reduced and that treatment in
the psychiatric health sector would be recommended. It was
emphasized that these seizures should be treated as seriously as
epileptic seizures. It was explained that, with early treatment, the
prognosis was good. Additionally, the nurses had aweeklymeeting
with the patients in which it was discussed how seizures of a non-
epileptic nature might occur. Some patients received brief written
information on the basis for, and treatment of, PNES. The patients
were discharged from the hospital a few days after they had been
informed of the diagnosis.Table 2
Emotions identiﬁed in reaction to the diagnosis, and typical statements associated wit
Emotional reactions Typical statements
Relief/happiness Think if it had been epilepsy and there was no medica
since that is a condition that I can do something abou
Aggression I am so furious that I could kill someone when I am n
respected. At the emergency reception they say, just l
Anger/frustration Wrong diagnosis:
First they said it was epilepsy, so I accustomed myself
They have changed the diagnosis like that 6 times; is
application that I had epilepsy, and therefore I did not
Explanation problem:
So now I must say that I have PNES and I don’t know
Disappointment I have been through so many explanations, that when
Fear What if nobody can help me.
Incapacitated:
I don’t know what I should do, as I don’t know why I
Loss of control:
Some control is lost when it is not something organic
Shame/stigmatization/
blame
Think if others believe that I am seriously mentally ill
When they said that it was psychiatric I though that i
out for myself.
Loss of status:
They surely think that I am faking the seizures now aSome of the patients had previously been informed at local
outpatients’ clinics that their seizures could be psychogenic. These
earlier meetings with the health authorities are likely to inﬂuence
the ﬁndings in this study.
3. Results
The results of the studieswere divided into ﬁve sections that are
summarized below (Sections 3.1–3.5). An overview of the
participants’ emotional reactions to the PNES diagnosis is provided
in Table 2, and the results from the follow-up study presented in
Table 3.
3.1. PNES—a difﬁcult diagnosis to understand
Nine of ten patients were unaware of any underlying causes for
their seizures at the ﬁrst interview, and for these patients the PNES
diagnosis was difﬁcult to understand. The various explanatory
models suggested by the health providers were not always
meaningful to them. Some patients thought that receiving a
diagnosis of PNES indicated that their seizures were stress-related,
whilst others thought that their seizures were due to long-lasting
life problems. The most commonly accepted explanatory model
was that subconscious factors played an important role: ‘‘Withh these emotions.
tion which could help me. I was pleased when I heard that it was psychiatric
t.
ot believed. This is an unfair diagnosis. There is n’t any help and I won’t be
et him lie there and shake, it is only psychiatric.
to that, but the next time, 3 months later, they said it was psychiatric.
it any wonder that I am angry? They said that I must write in my job
get a job.
how I can explain this to anybody else when I don’t even understand it myself.
I found out that it was PNES it was like coming back to the beginning again.
have seizures.
which precipitates the seizures.
.
t was my fault and that it was something that I would have to sort
s there is no organic reason for them.
Table 3
The prognosis of the seizures and factors inﬂuencing the prognosis (n=9).
Seizure
outcome
Patient
no
Psychological
treatment
received
Acceptance
of PNES at time
of receiving
diagnosis/at
time of
follow-up
Found the
PNES diagnosis
preferable to
that of epilepsy
at time of
diagnosis
Understood
the cause
of the seizures
at the time
of diagnosis
Comments at the follow-up interview
Seizure-free 1 None Yes/no No No The patient is pregnant and has been seizure-free during the
pregnancy (i.e. 7 months.) She believes that the seizures have
a biological basis.
2 3–5 appointments Yes/yes Yes No The patient has been treated by a kinesiologist. During this
treatment she became conscious of a traumatic event in her
childhood. Following this she has been seizure-free.
3 Once a week Yes/yes No No The patient has received 18 months of psychodynamic-oriented
psychotherapy. The themes have pivoted upon understanding
of relationships and acceptance of feelings, owing to
achievement needs.
Better 4 One appointment
per month
Yes/no No No The patient had attended psychotherapy for several years
before the PNES diagnosis. At the patient’s most recent
evaluation at the neurology department, it was nevertheless
obvious that some of the seizures are epileptic.
5 One appointment
per month
Yes/yes No No The patient still does not understand the basis for the seizures.
She is tormented by enormous fatigue, anxiety, and depression.
6 One appointment
per week
No/no No No The patient still does not understand the basis for the seizures.
She will be admitted for a new neurological evaluation.
Unchanged 7 None Yes/yes No No The patient is waiting for psychological treatment. She still
does not understand the basis for the seizures, and has
developed paralysis of both legs.
8 One appointment per week No/no No No The patient does not understand the cause of the seizures,
and wants to begin AED treatment.
Worse 9 3–5 appointments Yes/no Yes Yes Renewed investigations have revealed that he has both
epileptic and non-epileptic (anxiety) seizures.
At the time of follow-up it was not possible to trace one of the patients. None of the patients used AEDs, apart from two patients who had both PNES and epileptic seizures.
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consciousness is thinking about, something that happened long ago
that I can’t remember, or that I think that I have forgotten. That I really
have forgotten, but that I have nevertheless not forgotten.’’ (Woman,
aged 22 years).
The seizures were considered to be a signal from the body,
indicating that the body was aware of events in the past of which
the patient was no longer conscious. Such speculations led to a
search for previous events, and attempts at ﬁnding traumas that
could provide an explanation for the development of PNES.
3.2. PNES—a threat to the identity
The change from a neurological diagnosis to a psychiatric
diagnosismeant that the patients had to reconsider their self-image
or identity. Theyhad to redeﬁne themselvesor re-evaluate their self-
understanding. After hearing that her seizures had a psychogenic
origin, a young and active girl made the following comment:
‘‘Psychological seizures? Is there something wrong with me? What
do I do now? Should I talk to a psychologist? If so, what should I talk
to a psychologist about? I can’t believe that a psychologist could
help me. I have always considered myself a happy and positive girl.
Obviously I have felt sad, but everyone can feel sad. But never any
depression. No, from my point of view, I have lived a completely
normal and good life.’’ (Woman, aged 18 years).
3.3. Transfer of responsibility
The patients felt that the change in the diagnosis of their
condition from epilepsy to PNES was accompanied by a transfer in
responsibility from the health personnel to themselves. They felt
abandoned to cope with a difﬁcult diagnosis.‘‘If only I had epilepsy,
then I would be offered help from a multi-professional team at theepilepsy centre. With PNES, I feel I’m on my own, and dealing with the
attacks is my own responsibility’’ (Woman, aged 25 years).
In contrast with when they had been given an epilepsy
diagnosis, the patients felt guilt about the PNES diagnosis. They
felt that they themselves were responsible for the seizures, and
thus, they were embarrassed about their condition. Consequently,
many of them chose to terminate contact with health providers
despite not having received answers to all their questions.
‘‘Actually, I did not understand what he meant by an underlying
psychological cause. I just said yes, and that I would think about it.’’
(Woman, aged 22 years).
3.4. The patients felt they were not included in the diagnostic process
Someof thepatients felt that the diagnosiswas given to them ina
categorical or paternalisticmanner. Theywere frustrated by the fact
that their own understanding of their condition was not requested.
Althoughmost of the patients were unsure about the nature of their
seizures, they reacted negatively to the categorical statement that
they had PNES. This resulted in a lack of trust between the patient
and the doctor, and from the patient’s perspective, the situation
became a subject of defence, rather than a joint investigation of the
symptoms. This made it difﬁcult for the health providers and the
patients to reach a common understanding of the disorder. ‘‘The
doctor said that I was wrong when I told him that I believe that my
seizures are epileptic. So I lostmy trust inhim, and several times I refused
to go to therapy.’’ (Man, aged 30 years).
3.5. Factors that had the greatest contribution to coping with the
PNES diagnosis
Understanding the underlyingmechanisms behind the seizures
was considered to be essential for developing good coping
strategies. ‘‘If only I had known the reasons for the seizures, it would
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18 years).
A perceived internal locus of control also contributed to the
feeling of being able to cope. ‘‘I was relieved to hear that my seizures
were not due to epilepsy. Now that I know that I can inﬂuence the
attacks myself, I know that it is not a ‘‘closed case.’’ (Woman, aged 56
years).
Meeting other peoplewith PNES and discussing thematterwith
themwas also considered important for understanding and coping
with the disorder. ‘‘When I talk to others, I understand my own
situation better.’’ (Woman, aged 18 years).
Another essential factor for coping was predictability. The
participants requested information about patients who had
previously coped with this diagnosis. ‘‘I believe that it is important
to say to those who receive a PNES diagnosis that there is an
acknowledged treatment plan that has helped many patients
previously. If I had to go out of that door without anyone telling
me what I should do, I think there would have been a bad outcome for
me.’’ (Woman, aged 23 years).
According to the follow-up study, the single most important
factor for coping with the diagnosis was being taken seriously by
the health provider, regardless of the health provider’s profession.
3.6. Feelings identiﬁed in reaction to the diagnosis and typical
statements relating to these feelings
The feelings identiﬁed in reaction to the diagnosis and typical
associated comments are summarized in Table 2.
3.7. The follow-up study
The prognosis of the seizures and factors that might have
affected the prognosis are summarized in Table 3.
4. Discussion
There are several studies in the literature that highlight the
importance of successful communication of the PNES diagnosis, as
the authors assume that the mode of communication has crucial
implications regarding motivation for treatment.4,17 There is a
general consensus that acceptance and clear understanding of the
diagnosis should be considered as the primary goal in the
treatment of these patients.4,28 However, there is no consensus
about how the diagnosis should be communicated, and how early.
Some argue that early acceptance of the diagnosis is of utmost
importance because this may result in a reduction in seizure
frequency,30 whilst others emphasize that the patients should not
be forced into accepting the psychogenic origin of the seizures
until they are emotionally ready to do so.18
The main ﬁnding in this study is that early acceptance of the
PNES diagnosis is not always the best for patients. The participants
in our study received the PNES diagnosis whilst they were
hospitalised in the Epilepsy Centre. Shortly after the diagnosis was
made, the patients were discharged with referral for treatment by
the psychiatric health authorities. The results show that when
follow-up is inadequate, acceptance of the PNES diagnosis can be
difﬁcult. The factor thatwas of greatest signiﬁcance for copingwith
the diagnosis was gaining an understanding of the underlying
causes for the seizures. The underlying causes of the seizures are
usually ﬁrst recognised and acknowledged after psychiatric
treatment has been initiated.17,24 This makes it difﬁcult to
communicate the PNES diagnosis in a way the patients can easily
understand, and also difﬁcult for the patients to accept the
diagnosis. According to our study, if the patients are given the PNES
diagnosis in a ﬁrm and categorical manner, and before theunderlying causes have been acknowledged and understood, then
they may suffer from increased stress as a consequence.
These different reactions on receiving the diagnosis illustrate
the heterogeneity of the group and indicate the complexity of this
ﬁeld. Perhaps an early deﬁnitive diagnosis is useful for some
patients, but difﬁcult for others. Thompson (2009) argues that it is
important for acceptance of the diagnosis that the patient has
integrated the diagnosis into their personal history, and that this is
easier for those who have experienced a signiﬁcant trauma.10 This
agrees with the ﬁndings in our study. None of the participants in
our study were aware of a previous trauma, and only one patient
had any idea at the time of diagnosis of what could be causing his
seizures. He believed that his seizures were brought on by anxiety,
stress, and social isolation. For him, the diagnosis of PNESwas not a
threat to his identity. The cause of his seizures was already
acknowledged and integrated into his self-understanding. He was
relieved to hear that his seizures were not due to epilepsy, and he
was highly motivated regarding psychological treatment.
At the time of follow-up, there were still only two patients who
had any understanding of what might have precipitated the
seizures. This general lack of understanding of the underlying
causes made it difﬁcult to develop good coping strategies, and
made them feel incapacitated. The association between under-
standing the symptoms and coping is also known from research on
patients with other medical problems, where a feeling of logical
reasoning related to symptom perceptions has been correlated
with development of advantageous coping strategies.34 Other
studies have also found that patients with PNES struggle to
understand the diagnosis. An Irish study showed that only one-
third of the patients (n = 84) had any understanding of the
diagnosis 1–7 years after having received it. Even for those who
had some understanding of PNES, there was considerable
confusion about the nature of the seizures.6 Our study suggests
that there was an association between the following three aspects:
understanding the underlying causes of the seizures, acceptance of
the diagnosis, and coping with the diagnosis.
Changing the explanatory model for the seizures from
neurological to psychiatric is obviously difﬁcult to comprehend,
and it can be particularly difﬁcult for patients with PNES. Previous
research has demonstrated that it appears to be difﬁcult for many
patients with PNES to see a connection between emotional
problems and seizures.35 Whilst six of the patients in our study
admitted that they had emotional or psychosocial problems, only
one of them could recognise a link between such problems and the
seizures. This may have reinforced their experiences of reassessing
their self-understanding and identity as a result of the change in
diagnosis.
Coping with the condition was ﬁrst and foremost strongly
associated with identifying factors that could precipitate seizures.
Nevertheless, eight out of ten patients in our study believed that
neither they, nor anybody else, could identify any speciﬁc stress
factors.
What can be done to help? According to earlier research,
provision of written material about the disorder may be of some
help.13 However, the participants in our study found such material
of limited value; they found the information to be too general and
gave them no better insight into why they themselves had
developed seizures. In addition to written material, Hall-Patch
et al.36 have developed a communication procedure for neurol-
ogists that includes written material for the patients. The authors
claim that their method of communicating the psychological
etiology of the seizures was both acceptable and effective.
However, in their study the 50 patients were followed for only
3 months.36 It would have been interesting to determine whether
their procedure for communicating the diagnosis continued to be
equally positive after a more prolonged follow-up period.
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contributor to coping with the diagnosis. Frustration and anger
arose when the patient’s own understanding of the illness was not
requested and appreciated. Research based on medically unex-
plained disorders has described how treatment strategies and
approaches that have included the patient’s own descriptions of
symptoms as a central source of knowledge can enable develop-
ment of room for dialogue and self-reﬂection. Recognition can be
considered the opposite of shame, and is a basic premise for
advancing the processes.37 Our studies demonstrate that if the
physician disregards the patients’ perspective in the diagnostic
process, the patient–doctor alliance may be suboptimal and the
possibility of reaching a common understanding of the symptoms
may be reduced. Thus, showing respect for the patient’s own illness
perception and allocating sufﬁcient time for communicating the
diagnosis to the patient are both considered to be of great
importance.
One study has developed a step-wise procedure for helping
patients through the diagnostic process; a procedure is outlined in
which a diagnosis of non-epileptic seizures is made initially, and
the PNES diagnosis is approached gradually.13 Such procedures
may avoid the patients feeling that they have been abandoned in a
difﬁcult emotional position and with a diagnosis that they do not
understand. When the considerable danger of misdiagnosis is
considered,2,25 as well as the signiﬁcance of a good patient–doctor
alliance,17 the importance that all available resources are involved
in the diagnostic process can be recognised, including the patient’s
subjective perception of the disorder.
According to the follow-up study, less patients appeared to
have accepted the diagnosis between 1 and 2 years after it was
initially made. Eight out of ten patients had accepted the PNES
diagnosis at the time of the ﬁrst interview, but only four out of nine
had reached such an acceptance at follow-up. The reason for this is
not clear. When the patients ﬁrst received the diagnosis, they may
have been taken by surprise, but having had time for second
thoughts some of them could not accept the diagnosis as it did not
ﬁt in with their own self-perception. Being confronted with a self-
image that seems unacceptable may produce feelings of guilt and
shame.37 Moreover, lack of understanding of the symptoms may
have made the patient feel inferior, and this may initially have
contributed to subordination. However, the context in which the
diagnosis was made might also have had a favourable inﬂuence;
the patients received the diagnosis whilst they were hospitalised
and therefore had the opportunity to share their thoughts and
feelings both with the medical staff and also, perhaps, other with
PNES. This situation could have contributed to normalising the
diagnosis and made it seem less threatening, and thus contributed
towards acceptance of the diagnosis.
4.1. Validity and limitations
As only a few previous studies have addressed the patients’ own
experiences and perspectives on receiving a PNES diagnosis, it was
important to investigate these aspects in depth. This has resulted
in the number of participants in this study being limited, andmight
have introduced a bias in our results. We attempted to minimize
this by having the analytical processes validated by a nurse.
Patients with a diagnosis of PNES are a diverse, heterogeneous
group of individuals.38 With the small cohort in this study, we are
cautious about claiming that our results are valid for everybody
with PNES. Nevertheless, we believe that our patients’ experiences
provide greater insight into how some patients may react upon
learning that their seizures are of psychogenic, and not epileptic,
origin. As our cohort was drawn from patients at a national
epilepsy centre, there is also a risk of selection bias as individuals
referred to such centres often have difﬁcult-to-treat seizures.The patients in this study were exposed to a routine in which
the diagnosis was established in a neurological department, and
treatment was initiated in a psychiatric setting. This might also
have affected the results.
4.2. Clinical implications
Patients who are diagnosed with PNES are part of a very
heterogeneous group. For some it may be an advantage that the
diagnosis is accepted early,30 but our study demonstrates that this
can also result in increased stress. Thus, a different mode of
communication may be required for each individual patient.
One of the most important points must be to ensure that the
‘unsupported’ period between diagnosis and commencement of
treatment is reduced.10 The ideal practice had been to ‘strike when
the iron is hot’ (i.e. start inpatient treatment immediately after
PNES has been diagnosed),39 or, as it is described in another article,
‘‘do not remove the bandage unless you are also prepared to deal
with the underlying wound’’.40 In fact, this study suggests that the
patients may have had a better experience if the neurologist and
the psychiatrists were working so closely together that the three
aspects, diagnosis, acknowledgment/acceptance, and treatment,
could go hand-in-hand.
5. Conclusion
Having the diagnosis altered fromepilepsy to PNES is challenging
forpatients. Increasedstressmaybeaconsequence if thepatientsare
given the PNES diagnosis before their emotional problemshave been
acknowledged and understood. The difﬁculties patients described as
a result of getting PNES diagnosis could presumably be reduced if
diagnosis and treatment had been more closely interwoven.
The mode of communicating the PNES diagnosis to the patient
shouldbecarefully considered,as thismaybeacrucial element in the
patients’ motivation for treatment and coping with the diagnosis.
The patients’ negative reactions to the diagnosis can be based upon
howthediagnosticprocess is conducted.According toourﬁndings, it
is essential that the patients’ own understanding of their illness is
acknowledged as a relevant source of knowledge and information
throughout the diagnostic process. The study conﬁrms that the
patients who receive a diagnosis of PNES are a heterogeneous group
and therefore there is a need for several qualitative studies that
investigate the patients’ experiences with this diagnosis.
Acknowledgements
First and foremost we would like to thank all the patients that
participated in the study. Thanks are also due to Ine Cockerell for
validation of the study and to Kaja Kristine Selmer for her useful
suggestion in the ﬁnal phases of this article.
Appendix A. Interview guide for the face-to-face interview
Can you tell me about your symptoms and experiences that have
resulted in you seeking assistance from the health services?
How have the health services interpreted your seizures up until
you were admitted to the Norwegian national epilepsy centre?
How have you yourself understood your seizures before you were
admitted to the Norwegian national epilepsy centre?
Can you tell me what you thought when you heard that your
seizures could be due to PNES?
Can you explain what you understand by the diagnosis PNES?
How do you understand your seizures, based on the diagnosis you
have now received?
H.N. Karterud et al. / Seizure 19 (2010) 40–4646Can you say something about how it feels for you to have received
a diagnosis of PNES?
Do you think there is a difference between how you previously
understood your seizures and how you understand them now?
Do you feel that some of the experiences associated with your
current admission to the Norwegian national epilepsy centre have
been positive or negative with respect to the diagnosis that you have
received?
Can you say anything about your current thoughts on the future,
with respect to your seizures?
Have these thoughts changed from those that you had before you
received a diagnosis of PNES?
Have you any thoughts on what the health services should do for
you following your discharge from the Norwegian national epilepsy
centre?
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